The aim of this study was to determine the effects of pain and fatigue on daily life activities of systemic lupus erythematosus (SLE) patients.
Introduction
Systemic lupus erythematosus (SLE) is a systemic, chronic, inflammatory, autoimmune disease in which pathogenic auto-antibodies and immune complexes cause tissue damage in the target organ. Although SLE can occur in both sexes at any age, it appears to be more common in women and in people between the ages of 20-40. At this age, female to male ratio is 9:1 is. The prevalence ranges from 4 to 250 per 100.000 people. The incidence is reported to be 15-50 per 100.000 people. [1] The hospitalization rate for SLE patients is 20-25% a year. Among the causes of hospitalization are SLE treatment, SLE complications, infections and worsening of the conditions. Patient care during hospitalization is expensive. [2] The two-year survival rate of patients with SLE is 90-95%, 5-year survival rate is 82-90%, 10-year survival rate is 71-80% and 20-year survival rate is 63-75%. [3] When the etiology of SLE is considered, environmental, hormonal and genetic factors appear to play part. For the development of SLE, a genetic basis is absolutely essential. However, genetic factors alone are not sufficient for the development of SLE, and other factors should also take effect. [4] Patients with SLE often experience changes in physical functions and exacerbation of the disease. Patients also suffer depression and despair (hopelessness) due to unexpected symptoms, effects of the disease and uncertain (indefinite/unspecified) prognosis. [5] Moreover, symptoms appearing in SLE patients can lead to limitations (restrictions) in physical and psychological functions, family conflicts, social isolation, anxiety, depression, and reduction in working ability, income and self-esteem. SLE leads to a decrease in working ability and productivity, and an increase in financial problems. [6] General, mucocutaneous, musculoskeletal, cardiovascular, gastrointestinal, lymphoreticular, neuropsychiatric and ocular symptoms develop in SLE. [1] During the clinical course of SLE, fatigue, fever and weight loss occur. [7] Fatigue is a common clinical symptom and is seen in 80-100% of the patients with SLE. Fatigue usually occurs before the other findings develop and it is the most important problem in one-third of patients. [8, 9] Fatigue is a constant problem and causes a decrease in functions. [10, 11] Fatigue affects activities, physical functions and working life and thus causes a decrease in the quality of life. [12, 13] Fatigue affects many activities. [14] SLE can cause many problems in patients. Extreme fatigue, pain, photosensitivity, and several other negative factors adversely affect a person's life and activities of daily living. [15, 16] Pain is the most common symptom of rheumatic diseases and interferes with life and daily living activities of a person with SLE. [17] It has been revealed that patients with SLE experience reduction in strength and have difficulty in doing activities of daily living due to pain. [15] In a study conducted by Martin et al., it was determined that the level of the effects of fatigue on body functions and structure was 97.9%, the effect of combined pain was 80.6% and the effect of pain in body parts was 79.6%. [18] In a study conducted by Katz et al. (2008) , almost twothirds of the patients with SLE faced continuous or periodic problems while conducting activities at work or at home. SLE has been shown to be a disease which affects working life to a great extent and increases failure in business three or fourfold, which becomes even more when the disease is accompanied with neuropsychiatric problems. [19] Therefore, for patients with SLE, potential diversity of the disease, the severity of the symptoms and unexpected circumstances and changes should be decreased, and decline in living conditions should be prevented. [5] Current treatments do not provide permanent cure for SLE, but improve the symptoms and prevent the patient's current condition from becoming worse. [7] Therefore, an appropriate planning should be made in order to bring acute and severe exacerbations of the disease under control, to suppress the symptoms reasonably enough to prevent the side effects of medication and to develop maintenance strategies. The importance of nursing care in symptom management should not be underestimated. The importance of nursing care as the reduction or prevention of exacerbations, provision of emotional support and training for individuals and families. The importance of holistic approach in life style changes, patient care and adaptation to a chronic illness has been emphasized. [7, [20] [21] [22] In our country, no study has been conducted on fatigue and pain despite their high prevalence in SLE patients and effects on activities of daily living and quality of life. What is more, the number of studies conducted on SLE in our country is very few. This study was planned as a descriptive one in order to assess the effects of fatigue and pain on daily living activities of patients with SLE.
Materials and Methods
Data from the study were collected with the Fatigue Severity Scale, Katz Index of Independence in Activities of Daily Living, Lawton and Brody's Instrumental Activities of Daily Living Scale (IADL), the McGill Pain Questionnaire and the Patient Identification Form which was especially developed by the researchers by screening the relevant literature. Face-to-face interviews were conducted by the first author. The interviews lasted between 30 and 60 min.
The study sample included 74 SLE patients who presented to outpatient departments of a university hospital and two local hospitals between 30.9.2009 and 15.5.2010. The participants were informed about the general nature of the study verbally before the interviews started. Our sample included SLE patients who agreed to participate in the research.
Of the patients who comprised the study sample, 8.1% were under the age of 20, 54.1% were between the ages of 20-40, and 37.8% were over the age of 40, and 89.2% were females and 10.7% males.
Instruments
Patient Identification Form: The form includes sociodemographic information regarding SLE patients' age, gender, marital status, number of children, education level, occupational status, and monthly income level, and the duration of the disease, its symptoms and effects on the patient, and the affected organs.
Fatigue Severity Scale (FSS): FSS is a short and simple tool developed by Krupp in 1989 . It consists of nine questions related to fatigue. The total score is calculated as the mean score of 9 items. As FSS increases, so does the effect of fatigue on daily life. If the FSS score is higher than 4, it is considered that fatigue is present. FSS score higher than 4 means that fatigue affects daily life at a moderate-severe level. Options for answers: 1=strongly disagree, 2=disagree, 3=tend not to participate in, 4=undecided, 5=tend to participate in, 6=agree, 7=strongly agree. [23] McGill Pain Questionnaire (MPQ): It is a form that is applied in order for the patient to express what his/her pain is like through specific and meaningful words. [24] During the measurements conducted with the McGill Pain Questionnaire, the location and severity of the pain, the feeling it causes on the patient, and the level of the pain the patient can tolerate are determined. [25] Katz Index of Independence in Activities of Daily Living (Katz ADL): The data were obtained using the ADL scale developed by Katz et al (1963) . The ADL index consists of six questions on such activities as bathing, dressing, toileting, transferring, continence, feeding. If an individual performs ADLs independently, he/she gets 3 points. If he/she performs them with assistance he/she gets 2 points. If he/she is unable to perform them he/she gets 1 point. In ADL index, a point between 0 and 6 means dependency, between 7 and 12 means semi-dependency, and between 13 and 18 means independency.
Lawton and Brody's Instrumental Activities of Daily Living Scale (IADL): The scale includes 8 items: ability to use telephone, shopping, food preparation, housekeeping, laundry, mode of transportation, responsibility for own medications, ability to handle finances. If an individual performs ADLs independently, he/she gets 3 points. If he/she performs them with assistance he/she gets 2 points. If he/she is unable to perform them he/she gets 1 point. In the IADL, a point between 0 and 8 means dependency, between 9 and 16 means semi-dependency, and between 17 and 24 means independency.
Ethical consideration
Ethical approval was obtained from the School of Nursing and hospital administration. To use the Fatigue Severity Scale and the McGill Pain Questionnaire in this study, the authors' permission was obtained. In addition, patients were informed about the purpose of the study, and their written consents were received.
Data analysis
The data were analyzed by using a SPSS 16.0 statistical software package. Demographic and descriptive information about patients, pain and fatigue levels were presented in numbers and percentages. Correlations between the scales were also examined.
results
Of the patients who participated in the study, 4.1% had the disease less than 1 year, 78.3% 1-10 years and 17.6% 11 years or over. When the mean disease duration for the group was considered, it was found to be 1-5 years for 51.4% ( When the patients who participated in the study were asked how much the disease affected their work and social lives, 66.2% stated that it affected their lives, 32.4% said that it affected their lives partially and 1.4% said it did not affect their lives (Table 3 ).
In the study the mean scores for Fatigue Severity Scale, Activities of Daily Living Index, Instrumental Activities of Daily Living Index and McGill Pain Questionnaire were found to be as 5.8±1.2 (tired), 17.4±2.0 (independent), 22.3±2.8 (independent) and 1.56±0.66 (annoying/disturbing) respectively (Table 4) .
In the study, it was observed that the mean score of Activities of Daily Living Index for the 40+age group was significantly lower than that of the 20-40 age group (p<0.05) whereas the mean scores of the other scales were not significantly different between the age groups (p>0.05) ( Table 5 ).
In the study, statistically no significant differences were determined between the mean scores of the scales and gender groups (p>0.05) ( Table 6 ).
When the distribution of the average scale scores and disease duration of the study groups were considered, no statistical evaluation was made since the number of subjects was fewer than 3 in those with OCTOBER 2015 184 PAIN A RI disease duration less than 1 year. Only descriptive values were provided (Table 7) .
A low-level negative relationship was observed between the scores on the Fatigue Severity Scale and the Daily Life Activities Index (p<0.05, r=-0.298), and between Fatigue Severity Scale and Instrumental Daily Life Activities scores (p<0.05, r=-0.354). A medium-level positive relationship was observed between the scores on the Fatigue Severity Scale and the McGill Pain Scale (p<0.05, r=0.478) ( Table 8 ).
Discussion
The study comprised 74 SLE patients, and 54.1% of the respondents were between the ages of 20 and
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The effects of fatigue and pain on daily life activities in systemic lupus erythematosus 40. Of the patients included in the study, 89.2% were females. The results of this study are consistent with those in the literature. In a prospective study conducted by Tüzün et al. (2002) , the mean age of the patients was 34.5 and 90% of the participants were female. [26] Distribution of the patients regarding the disease duration revealed that 4.1% had the disease for less than 1 year, 78.4% for 1-10 years and 17.6% for 11 or more years. In Tüzün et al. 's study (2002), the disease duration was found to be between 1 month and 22 years, which was consistent with the results of this study. [26] The evaluation of the symptoms suffered by the patients participating in the study revealed that 89.1% of them had butterfly rash, 86.5% photosensitivity, 17.6% oral ulcers, 91.8% arthritis, 4.0% serositis, 18.9% renal disorders, 9.4% neurological disorders, 6.8% hematologic disorders, 8.1% immunologic disorders, 25.7% fever, 90.5% fatigue, 32.4% anorexia, 8.1% hair loss (alopecia), 18.9% weight loss and 78.4% ANA positivity. The results of this study are consistent with those in the literature. In a study performed by Rabbani et al. (2009) , it was determined that 30% had malar rash, 15% discoid lupus, 6% photosensitivity, 53% fever and 22% alopecia. In the same study, it was determined that approximately 45% of the patients had renal involvement, almost all the patients had symptomatic arthralgia and approximately 76% of the patients experienced organ damage, and that the mortality rate was 24%. [28] In a study by Cervera et al. (2009) , it was determined that, of the patients, 40% had malar rash, 24% alopecia and 19% of oral ulcerations, and that deformities of the hands and feet are the most common lesions (10%) seen in patients with SLE. [29] In Mok et al. ' study (2009), neuropsychiatric damage was observed in 12% of the patients with SLE, musculo-skeletal damage in 11%, gonadal damage in 10%, cardiovascular damage in 9% and dermatological damage in 9%. [30] In Rabbani et al. 's study (2009), 20 SLE patients developed renal failure and dialysis was initiated, and 2 patients underwent renal transplantation. [27] In Şentürk et al. ' study (2003) , skin involvement is often the first sign of the disease in 72-85% of the patients with SLE. [31] The level of fatigue detected in the patients of this study is similar to that in the literature. In Ellison et al. 's study (2006) , it was determined that SLE patients suffered depression, pain and fatigue. In the same study, fatigue was observed in 50-100% of the patients and fatigue was defined as a chronic finding. It was also determined that fatigue led to the deterioration of activities, physical activities, work life and the quality of life. [13] In their study (2007), Huang et al. determined that fatigue is one of the most important symptoms of SLE and that 73.1% SLE patients experienced fatigue. [32] In their study (2006), Navarra et al. determined that more than 90% of the patients with SLE suffered fatigue and that fatigue caused several deficiencies in 50% of the patients. [33] In this study, 99.5% of the patients suffered pain and the level of the pain at the moment they were questioned was determined as "disturbing" according to McGill Pain Questionnaire. In Greco et al. 's study (2003) , the pain rate in patients with SLE was found to be 85% and 95% of the pain was due to headaches. [34] Activities of Daily Living Index score in the 40 + age group was significantly lower than that in the 20-40 age group (p<0.05); on the other hand, no significant difference was determined between the age groups regarding the scores of other scales (p>0.05). The patients of the study were found to be "independent'' in terms of the mean scores of the Instrumental Activities of Daily Living index and Activities of Daily Living Index. The results of this study are different from those in the literature, which can be explained with the fact that the study sample included only those patients who presented to the outpatient clinic.
A low-level negative relationship was observed between the scores on the Fatigue Severity Scale and the Daily Life Activities Index, and between the scores of Fatigue Severity Scale and Instrumental Daily Life Activities. A medium-level positive relationship was observed between the scores on the Fatigue Severity Scale and the McGill Pain Scale. In Katz et al. 's study (2008) , it was determined that SLE led to continuous or periodic deficiencies in the patients which prevented them from performing their activities of daily living, that SLE affected their work lives to a great extent, that this effect increased when SLE was accompanied with neuropsychiatric problems, and that their social relationships and sex lives were adversely affected by the symptoms of SLE. In the same study, the quality of life of the patients with SLE was investigated, a range of measurements were employed to assess their physical function and/or role functions, and finally it was determined that patients' working lives deteriorated. [19] In Lash's study (1998), it was stated that SLE caused psychological and physical limitations and that fatigue was a terrible experience suffered by female patients with SLE, which led to depression and sleep problems in them. [35] In their studies (2007), Huang et al. state that fatigue can adversely affect daily lives and personal interactions of SLE patients. They also define SLE as a major factor which affects patients' physical health and which decreases their quality of life. [32] 
Study limitations
The study included only the patients diagnosed with SLE. The study population was limited to Turkishspeaking, conscious SLE patients who presented to the outpatient clinics of a university hospital and two state hospitals between June 15 and September 15, 2009 . In addition, the number of the male patients who participated in the study was insufficient.
Conclusion
In the study, SLE patients' levels of fatigue, pain, activities of daily living and instrumental activities of daily living were measured and the effects of fatigue and pain on activities of daily living were evaluated, and it was determined that pain and fatigue affected SLE patients' daily living activities.
In our country, since there are not enough nursing studies conducted on patients with SLE, it is necessary to carry out such studies more. In the light of the results obtained from this study, it is recommended that education programs should be prepared for patients or nurses so that SLE patients can effectively manage the pain, fatigue and other symptoms they suffer and that they can improve their quality of life. 
